University of New Mexico

UNM Digital Repository
Native Health Database Full Text

Health Sciences Center Archives and Special
Collections

1991

Report to Congress on the Indian Health Service
about the feasibility study of the possible merger of
Indian Health Service's alcohol/substance abuse
and mental health programs. In response to Senate
appropriations report 101-85 of fiscal year 1990.
Unknown

Follow this and additional works at: https://digitalrepository.unm.edu/nhd
Recommended Citation
Disabilities and their effects on American Indian and Alaska Native communities. Indian Health Service, Staff Office of Planning,
Evaluation and Research, Rockville, MD 20857 (RT-05). 1991

This Article is brought to you for free and open access by the Health Sciences Center Archives and Special Collections at UNM Digital Repository. It
has been accepted for inclusion in Native Health Database Full Text by an authorized administrator of UNM Digital Repository. For more information,
please contact disc@unm.edu.

DISABILITIES AND THEIR EFFECTS
ON AMERICAN INDIAN AND
ALASKA NATIVE COMMl.JNITIES
Final Report

ROUNDTABLE CONFERENCE
December 12-13, 1991
Albuquerque, New Mexico

DEPARTMENT OF HEALTH AND HUMAN SERVICES
Public Health Service • Indian Health Service

DISABILITIES AND THEIR EFFECTS
..

ON AMERICAN INDIAN AND
ALASKA NATIVE COMMl.JNITIES
Final Report

ROUNDTABLE CONFERENCE
December 12-13, 1991
Albuquerque, New Mexico

DEPARTMENT OF HEALTII AND HUMAN SERVICES
PUBLIC HEALTII SERVICE
INDIAN HEALTII SERVICE
OFFICE OF PLANNING, EYALUATION, AND LEGISLATION
Associate Director: Luana L. Reyes
Deputy Associate Director: Edward Simenneyer
DIVISION OF PROGRAM EYALUATION AND POLICY ANALYSIS
Director: Leo J. Nolan

This report is part of the work product of a purchase order issued
to the National Indian Justice Center by the Indian Health Service to
provide it with a roundtable conference on Disabilities and their Effects

on American Indian and Alaska Native Communities.
The written materials contained herein are not intended to reflect
any official position of the Indian Health Service. The report is an
independent statement of the roundtable group and is not a policy
statement by the Indian Health Service or the Federal Government.
The members of staff of NilC who contributed to this project
include Ms. Ada Melton, Ms. Michelle Chino, Ms. Lynne Fullerton, Mr.
Richard Quintana, Mr. Shawn B. Spruce, and Ms. Marsh Rose.

Joseph A. Myers, Executive Director
National Indian Justice Center

National Indian Justice Center
The McNear Building
#7 Fourth Street, Suite 28
Petaluma, California 94952

National Indian Justice Center
Albuquerque Office
1400 Central Avenue SE, Suite 104
Albuquerque, New Mexico 87106

TABLE OF CONTENTS

Introduction

1

Overview of Disabilities in Indian Country

3

Preliminary Discussions of the Roundtable

13

Community Awareness
Public Policy Issues
Prevention/Health Promotion-Intervention
Available Services
Consensus StatementslRecommendations
IDS Deftnition of Disability
Education, Detection, Prevention
Service Delivery Approach
Information

13
16
20
23
31
31
32
32
34

Participants

36

Footnotes

38

Additional References

42

INTRODUCTION

IHS MISSION STATEMENT
"...to ensure the equity, availability and accessibility of a comprehensive high
quality health care delivery system providing maximum involvement of American
Indians and Alaskan Natives in defining their mental health needs, setting
priorities for their local areas, and managing and controlling their health
program"
During the second week of December 1991, the Indian Health Service (IHS)
sponsored a Roundtable conference entitled "Disabilities and Their Effects on
American Indian and Alaska Native (AllAN) Communities." The Roundtable was held
in Albuquerque, New Mexico, at the Hyatt Regency Hotel. It was coordinated and
hosted by the National Indian Justice Center (NUC).
In keeping with its mission statement, the goal of the Roundtable was to bring
together a group of informed professionals to discuss and analyze Indian disabilities
issues and to suggest in written form ways in which the IHS can improve its services
to the disabled in Indian country. The 2 day session generated enthusiastic
participation from the group of 20 professionals who attended.
This report is a fmal record and assessment of the Roundtable proceedings and
should serve as a resource for those who provide services to the disabled in Indian
country. It begins with background information, followed by sections on defming and
identifying problems which probe community awareness issues; public policy issues;
prevention/health promotion and intervention issues; and available services. The fmal
substantive section of the report, entitled "Consensus Statements and
Recommendations," explores the IHS defmition of disability. It examines issues of
/

education, detection and prevention, and analyzes the service delivery approach.
The substantive sections of the report are followed by a listing of the
1

professional participants, an annotated bibliography, and other reference materials. The
contributions of the workshop participants were invaluable. Their collective efforts
afford a meaningful starting point for developing vital policies concerning the
development of ways to improve the lives of American Indians and Alaska Natives
(AI/AN) with disabilities.
The Roundtable participants were a mix of professionals who came from various
work environments: the illS, the Bureau of Indian Mfairs (BIA), tribal and State
service providers, the private sector, and university professionals. These individuals
discussed and analyzed a broad range of issues concerning AI/ANs with disabilities.
The gathering resulted in the statements and recommendations contained in this report.
Additionally, it must be noted that the record and assessment of the Roundtable
highlights the issues and discussion offered. It is not intended to be a full and
complete transcript of the event.
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OVERVIEW OF DISABILITIES
IN INDIAN COlJNTRY

OVERVIEW OF DISABILITIES IN INDIAN COUNTRY

DEFINING DISABILITY
The Americans With Disabilities Act of 1990 dermes a disabled person as
someone with a physical or mental impairment that substantially limits that person in
some major life activity. Disability is regarded as any physical and/or mental
limitation that results when a person's capabilities are exceeded by his/her
environmental demands. Thus, modifications in a disabled 'person's social or physical
environment can substantially reduce the effects of the disability.
Disabilities can result from developmental impairments, injury, mental disability
and conditions associated with chronic disease and aging. Developmental disabilities
typically occur at birth or during childhood and may result from many conditions
including cerebral palsy, seizure disorders, mental retardation, sensory impairments,
autism, birth defects, and social and intellectual deprivation during infancy and
childhood.
Injuries cause the greatest proportion of disabilities among individuals who are
under the age of 45, and rates of injury are highest among young adults. Disabilities
associated with chronic disease and aging are increasing in the United States. Such
conditions as diabetes, heart disease, cancer and arthritis affect approximately 80
percent of elderly individuals, half of whom have some disability associated with that
condition. Such conditions often appear earlier in Indians than in the general
population and increase the effect of diminished income on the disabled person and
his/her dependents"

Regardless of the cause, individuals with disabilities are at risk of

developing secondary conditions such as decubitus ulcers, cardiopulmonary conditions,
and depression which can further diminish health and quality of life.

STATUS OF DISABILITIES IN INDIAN COMMUNITIES
Among individuals under the age of 18, there are approximately 40,000 Indians
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with physical or mental disabilities. Approximately one-third of Indians over the age
of 18 are disabled. In a review of the prevalence of disabilities in the United States,
the National Institute of Handicapped Research (NllIR) estimated rates of disabling
conditions among Indians to be higher than any other group in the U.S., with rates of
six times higher than the general population. 2
While a functional defInition may be appropriate for legislation, it does not
describe actual categories of disabilities. The illS, within its responsibility to upgrade
the health status of AJJANs, must be able to adequately identify persons with
disabilities and provide the appropriate response to their needs. Usually, this means
the provision of direct medical services but may also include advocacy in coordinating
services with other agencies or organizations for services not directly provided by illS.

PHYSICAL DISABILITIES
Difficulties exist in assessing the prevalence rates of disabilities among AI/AN
groups and in comparing these rates to those of other groups. Difficulties include: a)
under-representation of the disabled in schools and in other public services; b) different
rates of representation in schools, etc., for various minorities; c) demographic
differences between groups; and d) regional variations in prevalence for various
disabling conditions. 3 Trauma resulting from motor vehicle accidents is a leading
cause of physical disability or death among American Indians.4 Injuries can be
exacerbated by the delays and difficulties associated with the need to travel long
distances to reach hospital care. American Indians and Alaska Natives report one' of
the highest rates of postneonatal mortality rates in the country, due in part to a high
rate of injury mortality according to a 1989 epidemiology report. Since 1985, the

AJJAN total infant mortality has been at parity with the total U.S. rate, and the leading
categorical cause of AJJAN deaths is now Sudden Infant Death Syndrome (SIDS).:!
Based on a systematic analysis of postneonatal deaths of AIjANs in a ten-state area,
family behavior and dysfunction such as substance abuse, depression, physical violence
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and poverty are major factors associated with infant death. Morbidity, mortality, and
risk of injury are linked to many different sources such as motor vehicle accidents,
substance use, lack of parental supervision, and domestic violence. Trauma is also a
major cause of childhood death and disability the primary cause of which is motor
vehicle crashes.
There is little information available about the cause and prevention of birth
defects. Data from the Centers for Disease Control show that the rates of most types
of birth malformations are either unchanged or increasing and, since most Native
American groups are expanding, it is expected that the number of individuals with
physical handicaps will increase.
Rates of physical disability among children can be conservatively estimated
using BIA school-based records. Among Indian children attending BIA schools, 2.5
percent were treated for speech impairments, .1 percent for orthopedic disabilities, and
.35 percent for multiple handicaps. Over 10 percent of BIA school-enrolled children
are identified as handicapped.
Data from the Rehabilitation Services Administration indicate that among
American Indians seeking services in 1981, 16.9 percent had missing or impaired limbs
and 6.8 percent had other orthopedic problems. 6

SENSORY DISABILmES
Sensory difficulties occur at significantly higher rates among Indians than
among non-Indians. The difficulties include fetal alcohol syndrome (PAS), congerutal
anomalies, bacterial meningitis, otitis media, diabetes, injuries, alcohol and drug abuse,
and mental and emotional disorders. Major disabilities include seizure disorder,
developmental delay, language and speech delay, mental retardation, pulmonary
disorders, vision problems, hearing loss, trauma, diabetes related to disabilities,
alcoholism, and possibly congenital heart disease. The frequency and severity of each
problem varies from one Indian group to another. Any effort to plan for the reduction
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of disability among AI/ANs must take into account the health status profile of the
specific population targeted for assistance.? Records of services provided to school-age
children in BIA schools indicate that .07 percent of enrolled children received services
for deafness or hearing impairments and .04 percent for visual handicaps. Information
regarding prevalence of sensory handicaps among adults can be estimated using data
from the NllIR.. Among all Indians, NllIR indicates that 18.6 percent have hearing
impairments. Data on visual impairments were not available. Data from the
Rehabilitation Services Administration show that, of Indians treated for disabilities, 7.7
percent were treated for blindness or other visual impairments and 3.7 percent for
hearing problems. 8

FETAL ALCOHOL SYNDROME (FAS) AND FETAL ALCOHOL EFFECT
(FAE)
The leading cause of disabilities among newborn AIlANs results from prenatal
exposure to alcoho1.9 This exposure can result in FAS or FAE, a pattern of
malformation found in children whose mothers consumed alcohol during pregnancy.
Common features include mental retardation and central nervous system dysfunction,
growth deficiencies and joint abnormalities. FAS and FAE children have certain long
term deficits in neuropsychological and intellectual abilities, with deficits in language
skills, coordination and motor skills, perception and strength. to
The prevalence of FAS varies between tribes, ranging from 1.3 to 10.3/1000
births among Southwest American Indians, but appearS to be increasing. ll

Among

childbearing-aged women, 6.1/1000 have produced at least one FAS or FAE child; 25
percent of these women have produced more than one child. The rates of FAS among
Indian tribes range from 2.2-16.7/1000 live births, considerably higher than the 1.3

1.7/1000 range of the U.S. population as a whole. 12

MENTAL DISABILITIES (BIOLOGICAL/DEVELOPMENT)
BIA records show that the rate of mental retardation among children in BIA
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schools during 1983-84 was about 1.2 percent. This should be interpreted as the most
conservative estimate, as the BIA does not include individuals who have withdrawn
from school, and the accuracy of the BIA's method of data collection has not been
evaluated. In addition, 5.6 percent BIA students received services for learning
disabilities, and .4 percent for emotional disturbances. NllIR data indicate that

~.1

percent of Indians in the U.S. are mentally retarded, and 2.7 percent suffer from severe
mental illness. Data from the Rehabilitation Services Administration indicate that,
among Indians seeking services, 17.4 percent were treated for mental illness, 15.4
percent for alcoholism and drug addiction, and 8 percent for mental retardation. 13

LEARNING DISABILITIES
American Indian and Alaska Native teenagers drop out of high school in
proportions greater than 50 percent, greatly exceeding dropout rates in the general
population. Cognitive abilities and educational achievement can be impaired by
external factors such as FAS and FAE, otitis media, asymptomatic lead poisoning, and
nutritional deprivation. Diagnosis of learning disabilities can be complicated by
cultural biases in cognitive testing.

MENTAL HEALTH/EMOTIONAL DISABILmES
The National Plan for Native American Mental Health Services states that while
the quantity and variety of overall mental health services are increasing, specialized
services for children are minimal due to limited resources and difficulties in the
recruitment of trained specialists. In general, overall critical issues are
identified as:
•
•
•
•

Services and Staffmg
Quality Assurance
Research
Legal and Jurisdictional Issues

The 1990 Office of Technology Assessment Report on Indian Adolescent
Mental Health states that mental health services and resources are inadequate for all
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AI/AN adolescents. The report states that these adolescents have more serious mental
health problems than the U.S. population in general in terms of developmental
disabilities (mental retardation and learning disabilities), depression, suicide, anxiety,
alcohol and substance abuse, self esteem and alienation, running away, and school
dropout. Approximately 397,000 children and adolescents' are reported to be in the
illS service areas. However, the illS has only 17 mental health providers trained to
treat children and adolescents. Other studies have shown that AI/AN children and
adolescents are at high risk for mental health problems including depression, suicide,
and drug and alcohol abuse.
Problems with effective treatment of mental health among AI/ANs include:
•
•
•

Mistrust of non-Indian approaches to mental health.
Inappropriate assessment of Indian behaviors resulting in inappropriate
diagnoses.
Lack of cultural sensitivity among non-Indian providers.

Rates of death from homicide, suicide, and unintentional injuries among AI/ANs
were 3-10 times greater than rates for the U.S. population as a whole. 14
DefIning emotional disability and estimating its prevalence have been

diffI~ult.

Issues include lack of identification and treatment of the emotionally handicapped
among medically underserved populations, varying interpretations of behavior among
different cultures, and the lack of information on the prevalence of emotional
disabilities among AI/ANs in state and federal data bases. Rates of suicide,
alcoholism, substance abuse, school dropouts and various criminal behaviors suggest
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the existence of a substantial population of AJjAN with emotional disabilities. ls
Services for emotionally disabled Indians may be provided by federal, state,
private, or tribal organizations. The BIA acts as a referral agency, but social services
are offered only when no other sources are available. Mental health services are
provided by

ms for adults and children.

State and county mental health programs

may also provide services to emotionally handicapped Native American children, but
these services are unlikely to focus on the needs of Indian clients. Some tribal
programs provide services to address emotional disabilities, but evaluation and
treatment services remain limited.
Inadequate funding is a primary barrier to the effective treatment of emotionally
disabled AJjANs, and often limits treatment to crisis intervention. Other obstacles
include the long distances to off-reservation service agencies, uncertainty caused by
multiple agencies, lack of awareness, and inadequate training among service providers.
However, some programs offered at a local level appear promising. Two northwest
Indian tribes operate reservation-based group homes staffed by tribal peers, offering
culture-specific services to emotionally disabled individuals. Another innovative '
strategy is the use of a paraprofessional who acts as a liaison between natural healers
and health care workers with a western orientation.

CIDLD ABUSE AND NEGLECT
Research on child abuse and neglect in Indian communities is a challenge
complicated by the lack of current information. Research focusing on child abuse and
9

neglect among disabled Al/AN children is virtually nonexistent. Although all states
and the District of Columbia have mandatory reporting laws, six states do not have
standard reporting forms which would facilitate data collection on the characteristics of
the child or the abuse. Even

~ong

the states that have standard forms, 18 did not

identify pre-existing disabilities of abused children. 16
A literature review notes that research on children with disabilities is
equivocal. 17 Some studies suggest that children with disabilities are at higher risk for
abuse and neglect by their caregiver(s). This is based in part on the disproportionate
numbers of children with disabilities or developmentally delayed children among
samples of abused children.
The characteristics which are known to place a disabled child at higher risk for
abuse and neglect are:
•
•
•
•

Greater dependence for assistance or care
Inability to defend against abuse
Difficulty communicating to others
Excessive demands on parents which lead to negative effects on the
family

Among disabled children, the risk of abuse does not decrease with the age of
the child during the fIrSt 6 years as it does among non-disabled children. 18 While a
child with colic may increase family stress for a limited time, a child with long-term or
permanent disabilities presents a long-term family crisis. Thus, children with
disabilities are not only at greater risk for abuse, but for ionger periods of time.
Therefore, they are disproportionately represented in child abuse samples.
10

The variance in characteristics and conditions used to describe children as
disabled l9 include:
•
•
•
•
•
•
•

Mild t moderate t and severe cases of low birth rate
Prematurity
Retardation
Congenital anomaly
Chronic illness
Language delays
Behavior problems

Research should distinguish between disabling conditions resulting from abuse t
those existing prior to the onset of abuse t and whether abuse increased the severity of
an existing disability. Prospective research should track children and families from
birth and assess the incidence of disabling conditions and abuse. It should also follow
families with normally developing children and children who are disabled in order to
assess subsequent abuse. 20
ACQUIRED IMMUNODEFICIENCY SYNDROME (AIDS)
The prevalence of Human Inununo-deficiency Virus (IllV)-infected AI/ANs is
increasing and can be expected to increase for some time. As ofFebruary 1991 t the
Centers for Disease Control reported 244 Acquired Inununo Deficiency Syndrome
(AIDS) cases among AI/ANs. Thus t the IHS needs to develop guidelines for providing
HIV care to infected individuals and their families. Most IHS facilities are able to
provide HIV clinical care using current primary care providers partly because HIV care
is not sophisticated enough to require a specialist. Primary caret though basic t is .
necessary for HIV patient caret as is provision of personal and emotional support.
11

Since HIV is incurable, intervention should mitigate symptoms, increase quality of life,
and decrease disability among the infected.
Individuals with

mv can develop numerous disabling conditions.

Physically

disabling conditions include:

•
•
•
•
•
•
•
•
•

Vision impairment
Pneumonia
Shingles
Paralysis
Aphagia
Memory loss
Fatigue
Crippling pain
Opportunistic infections

Mental health can be compromised with suicidal ideation, depression, anxiety,
dementia and loss of self-esteem.
Most

mv infected individuals who develop AIDS will suffer some level of

disability. To address the increasing prevalence of mv infections among AIlANs,
increasing resource investment should include funding, hospital or other health care
facilities, and the services of health care professionals.

12

PRELIMINARY DISCUSSIONS
OF THE ROUNDTABLE

PRELIMINARY DISCUSSIONS OF THE ROUNDTABLE
There are common issues that apply to all types of disabilities. In order to give
maximum coverage to the array of problems that surface with each type of disability
the Roundtable discussions focused upon common issues concerning AI/ANs.
An important task was to identify and defme the range of problems associated

with disabilities and the ways specific problems impact upon diverse health conditions.
The overview section noted that the disabilities most prevalent among AI/ANs indicate
specific individual and societal problems. Individual preferences often do not reveal
the long-term best interests of all disabled AI/AN populations. In the Roundtable
discussions it was critical for participants to translate individual preferences into a
common issues mode or into public interest terms. It was important for the full
dimension of problems to be included in the participants' defmition of disability. In
discussing different approaches to resolving problems, the intended and unintended
consequences of the Roundtable proposals will need to be considered by the illS.
Clearly defmed problem statements will assist the illS in setting their analytic
agenda and provide a way for many groups to focus resources on the important
problems faced by disabled AI/ANs. The following is a list of problem areas
discussed in the Roundtable, the consensus statements and recommendations developed
by participants.

COMMUNITY AWARENESS
There are three categories in this issue. Community attitudes present an agenda
13

of educational activities and curing old myths. The attitude and cultural sensitivity of
services providers is another dimension of the community awareness issue. The third
category involves advocacy.
The community attitudes about the causes of certain disabling conditions can
reduce the likelihood that the disabled will utilize available services.21

Beliefs that

epilepsy is caused by incest or that mentally retarded individuals are "out of their
minds" rnay impede intervention efforts if the disabled individual or the family is
reluctant to acknowledge a condition viewed as socially unacceptable. Interviews with
disabled American Indians from three reservation-based vocational rehabilitation
programs indicate that community attitudes toward the disabled tend to be sympathetic,
but a substantial proportion reported community attitudes of prejudice (20.6 percent)
and fear (19.4 percent)?2 The Roundtable participants emphasized the need to
distinguish between mainstream society's perception of disabilities with Indian people's
perceptions. The two may differ tremendously depending upon the reservation or tribe
involved.
There is no culturally appropriate and sensitive generic recipe that can be
quickly employed by service providers in an early intervention program. Intervention
programs must be developed and administered based upon a careful, thorough
assessment of the existing population. In general, the history of service to Indian
people with disabilities should be reviewed. Most programs are based on Anglo
models for rehabilitation and employability of adults. The use of traditional medicine
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and traditional therapy are often left out as resources by health care providers.
Administrators and those individuals developing programs for individuals with
disabilities need to consider cultural issues such as beliefs about health, illness and
disability, family roles and relationships, various fonns of communication, and the
appreciation of culture as a dynamic. Health care providers need to be prepared to
address negative beliefs about preventive care. A study of disabled Navajo children
showed that mothers of developmentally disabled children were less likely than others
to have used preventive services such as prenatal care, expressing such beliefs as, "It is
bad luck to prepare for a new baby." The Navajo Vocational Rehabilitation Program
(NVRP), developed in 1975, was the frrst tribally operated vocational rehabilitation
program. The NVRP staff was comprised of bilingual Navajos. Cultural sensitivity
was a focus throughout the development and expansion of the program?3 Participants
also indicated the need to look at disabilities beyond the readily apparent (physical and
mental disabilities) to the not-so-apparent (disabilities associated with FAS and FAE).
Cross-cultural vocational/rehabilitation counselors have identified several
important training needs for those serving American Indians, including understanding
Native American attitudes toward disability and interviewing skills specific to Indian
groups. While most counselor training programs present some multicultural awareness,
most do not include specific infonnation about AJJAN cultures?4 On the premise that
cultural beliefs, traditions and practices are important to all Native people, the IHS
should treat the development of culturally sensitive programs and delivery systems as
15

essential in its planning and policy development process. The Roundtable participants
expressed concern for the need to recruit, train, and retain qualified Indian and non
Indian professionals. This would improve the quality of services for AllAN with
disabilities.
Concerning advocacy for the disabled, officials of the Navajo Nation established
the Navajo Nation Council on the Handicapped (NNCOH). The Council evaluates,
plans, and monitors implementation of programs and services for the disabled.
Advocacy can be a powerful mechanism to increase awareness of the problems
associated with chronic illness and disability among Native Americans. Indian
communities need to advocate for their disabled, generating policy changes at local,
state, and national levels. The success of the American Disabilities Act (ADA)
demonstrates the potential effectiveness of such activities. Indian leaders can use
similar techniques to focus attention on the inadequate distribution of resources to
disabled Native Americans?S As a national advocacy group, the National Congress of
American Indians established a Committee on Disabilities in its 1990 annual
conference. The Roundtable participants felt it was important to establish a central,
high profile illS disabilities office. Without this type of office, critics will agree that
the illS has no real commitment to helping Indians with disabilities.

PUBLIC POLICY ISSUES
The issues under public policy that were discussed by the participants included
federal laws and policy, funding, jurisdictional conflicts (inter- and intra-agency
16

coordination) and research and data collection. The brevity of time kept public policy
issues from exploding into many directions. There is enough controversy in the public
policy area to warrant a Roundtable for it specifically.
The latest Federal legislation that deals with the disabled is the Americans With
Disabilities Act. This legislation expands Federal civil rights laws to specifically
include persons with disabilities and to provide the means for bringing disabled
persons into the mainstream of American life through employment opportunities,
access to public service facilities, and the full and equal enjoyment of goods, services,
facilities, privileges, advantages, or accommodations. The law applies expressly to
Federal, state, and local governments and certain classes of private enterprise. The
question is: Does it apply to Indian tribal governments? The courts have yet to decide
whether or not the ADA is binding to tribal governments. Nowhere in the ADA does
the language address Indian tribes. Unless Congress expressly limits tribal
governments in legislation, does the law apply to tribes? The easy answer is to follow
the convention of case law in Indian affairs and suggest that the legislation must
expressly apply. The ADA does not specifically include tribal governments.26 The
BIA's role in servinghandicapped children is addressed in the All Handicapped
Children Act of 1975 and its amendments of 1986, P.L. 94-142 and P.L. 99-506.
Beyond these measures, the responsibility of various state and Federal agencies to
provide for disabled AllANs is not well defmed.
Legislation and illS policies through the Contract Health Services have
17

relegated the care for most types of disabilities under a priority system that is narrow
in the scope of services and emphasizes short-term care. Roundtable participants
indicated that the lack of an operational illS defInition of disability exacerbated
problems for service providers and disabled people regarding service delivery planning
and access to those services.
Funding limitations and increases in service population have resulted in
personnel shortages and an inability to identify and provide services for a substantial
number of Indian children with disabilities. For example, the BIA fIeld offIces
received less than two-thirds of the funds requested for disabled preschool children
during 1988-89.27 Nationally, $100 billion are allocated to the'chronically ill, and $80
billion to the disabled. It is not clear how much of these funds are allocated to the
needs of disabled Indians. However, the Roundtable participants indicated that very
little of these monies are directly allocated for health care services to Al/AN disabled.
There are disagreements about who is primarily responsible for providing
services to handicapped Indian children. While the Department of Education believes
the BIA is exclusively responsible for Indian children on reservations with BIA
schools, the BIA believes it is responsible for only those children enrolled in its
programs. A General Accounting OffIce report states that the BIA should take
responsibility for all Indian children who are not receiving special education services
from other agencies.2s Multiple organizations have some role in developing and
delivering services to disabled Al/ANs. They include the Rehabilitation Services
18

Administration (RSA), Office of Special Education Programs (OSEP), BIA, and illS.
This has led to interagency competition and conflict, jurisdictional confusion, and
"passing the buck." Bureaucratic machinations have impeded delivery of services to
the disabled. This lack of coordination needs to be remedied at Federal and state
levels to ensure efficient delivery of services to disabled AI/ANs.
Since the transfer of the illS to the Public Health Service in 1955, there have
been significant improvements in Indian health when compared to the general
population. However, new issues and increasingly comprehensive demands are being
placed on illS. Identifying, serving, and tracking disabled American Indians is one of
the more complex issues that face the illS.
Data on disabling conditions among AI/AN are derived from the illS and BIA.
Since the illS database does not include detailed information about disabilities, specific
data gathered from that source must be inferred. The BIA data is more specific to
disabilities but includes only handicaps among school-aged children. Only 13 percent
of Indian children are enrolled in BIA schools, and data on those enrolled in other
systems, and on dropouts, are unavailable. Recent data from the Special Education and
Rehabilitation Services Administration reflects only the reservations with BIA schools.
Recently, the National Center for Health Statistics demonstrated an interest in
Indian health issues and conducted several studies concerning chronic illness and
disability among Indian populations. Toubbeh29 suggests an interdisciplinary approach
to mitigate the effects of disability among Native Americans. One element to this
19

approach would be to establish an chronic illness and disability infonnation system
available to Indian communities, illS offices, government agencies, and private
organizations committed to prevention, intervention, and service delivery to Native
Americans. The illS is recommended as the agency in the best position to supervise
such an infonnation system.
The number of Indian nursing homes is increasing. 30 There is a concomitant
need to address such research topics as:
•

Effect of frequent turnover in Indian facility staff

•

Similarities and differences in admission and discharge patterns at Indian
and non-Indian nursing homes

•

Effectiveness of use of Indian staff

•

Focus on cultural sensitivity in addressing resident dissatisfaction

•

Effectiveness of various preventive services

•

Rates of disability

•

Exercise programs

The Rehabilitation Act Amendments of 1986 provide funds for a study to
evaluate needs and problems specific to disabled Indians. Participants note an
immediate need to collect and analyze infonnation about disabilities among AI/ANs.

PREVENTION/HEALTH PROMOTION AND INTERVENTION
The current approaches to preventing disability are not coherent or integrated.
Disability prevention will require innovative changes in attitude, service delivery, and
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relationships between agencies and organizations. An alternative approach would be to
apply the concepts of primary, secondary, and tertiary prevention. This would entail
addressing behaviors and environmental factors that increase the risk of disabling
conditions, injuries and disease; early detection and treatment of disabling conditions;
and intervention to mitigate disabling effects and secondary conditions once a primary
condition is detected. Often the disabled become isolated because of public ridicule
and indifference. Prevention through public awareness and education were among
priority issues the Roundtable participants discussed.

LEVELS OF PREVENTION
A review of services available to disabled Navajo children concluded that, in
general, adequate services were in place to reduce the risk of developmental
disabilities. 3l
The majority of Navajo mothers used available preventive services including
prenatal, perinatal and well-child care, and medical screening and medical intervention
in high risk pregnancies. However, mothers of children with disabilities were less
likely to have used preventive services than other Navajo mothers.
Effective efforts to prevent alcohol-related morbidity and mortality would
substantially reduce handicaps and disabilities. Alcohol is a primary cause of physical
disabilities from motor vehicle crashes, multiple disabilities from FAS and FAE, and
emotional disabilities associated with alcoholism.

21

AVAILABILITY/ACCESS TO SERVICES

Access to services is limited by personnel shortages, inadequate funding,
legislative barriers and the fact that many individuals in need of services have not been
identified. A recent survey of handicapped children ages three and four estimated that
less than 30 percent of those in need of special education services were receiving those
services. 31 Of those, at least 24 percent received fewer services than prescribed by
their Individualized Education Program Services (lEPs). Roundtable participants
advocated the need for visible local community resources. The services need to be
viable and incentives need to be created to convince people that they should engage
these resources. Often, people deny themselves access.
BEHAVIORAL CHANGE

Behavioral changes can have a major impact on further progression or
acceleration of disabilities. For example, sexual behavior evaluations need to be
conducted routinely for IllY infected individuals. By evaluating sexual behavior, the
patient can be counseled on behavior that puts him or her at greater risk. Other
problems such as alcohol or drug abuse may exacerbate an individual's disabling
condition or negatively effect prescribed treatment. Periodic evaluations are therefore
essential.
.FAMILY SERVICES

Attention should also be given to the families of disabled individuals. Often
their needs are neglected or they are under-used as resources for providing care.
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Educational activities are needed for families who can provide healthy understanding
and care once they are apprised of their potential to assist the disabled at home.
MENTAL HEALTH SERVICES

In many situations, disabled individuals experience high levels of mental stress.
Treatment for disabilities should include services addressing depression, anxiety,
dementia, suicidal ideation, and other mental illnesses that can develop as result of
disability. In six of the illS service areas mental health and social service programs
are operated jointly; in four, they are combined with substance abuse programs. While
most AI/ANs are considered eligible for state and public mental health systems, these
health systems are under-utilized. There is also an increased emphasis on third-party
revenues such as Medicaid to expand health services.

AVAILABLE SERVICES
Legislation and illS policy restrict the scope of services and assistance available
through illS in the following areas:
TRANSPORTATION

The lack of transportation and long travel distances to treatment centers are
barriers to proper diagnosis and treatment of disabilities. While field vocational
rehabilitation offices have been established in some areas to facilitate service delivery
to disabled individuals,33 specialized treatment often involves multiple trips to major
cities. 34 In a study of service needs of disabled Indians in vocational rehabilitation
programs, less than 3 percent of those interviewed indicated transportation as a need
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while almost 50 percent expressed a need for education, training and vocational
rehabilitation services. 35 However, 13.2 percent of the same group reported lack of
transportation and fmancial difficulties as obstacles to services. 36 The illS physicians
also point to a pattern where patients with chronic health care problems are sent home
and then readmitted shortly thereafter. Individuals with degenerative conditions may
present logistical, medical or financial problems that cannot be met by family members
in the home.
The limited availability of nursing homes in AIlAN communities has also
resulted in the placement of thousands of elderly Indians in non-Indian nursing homes.
Demographic characteristics of Indians in nursing homes differ markedly from those in
the general population. Indian facilities have considerably higher proportions of men,
lower levels of cognitive impairment, and different precipitating diseases than non
Indian nursing homes. The most common diagnoses among Indian nursing home
residents are diabetes mellitus, alcohol abuse, and stroke.
The National Council on Aging has targeted this problem in its biannual
conferences, and promoted the construction of new nursing homes for elderly Indians
in need of long term care. Nonetheless, the number of reservation nursing homes and
services remain insufficient to care for the population.
A variety of programs instituted at local levels may be useful models for future
efforts. A variety of community-based preventive programs and other services may be
available to the elderly, including nutrition programs, congregate meals, recreation,
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exercise, employment programs, elderly day care, and senior centers. More widely
dispersed elderly populations may be served by traveling senior centers, i.e., delivery
of certain social and recreational services to the homes of disabled elderly.
REHABILITATION
Several major barriers impede service delivery for Indians. Rehabilitation
problems are often directly related to socioeconomic problems and cultural differences.
LONG-TERM CARE
The current illS efforts to address the long-term care needs of elderly
individuals has been criticized as inadequate and antiquated. The illS is limited in
long-term health care options it provides, and as a result, patients are relegated to·long
stays in acute care hospitals. 37 Vocational rehabilitation programs have been largely
unsuccessful among disabled American Indians, particularly those who are severely
disabled and are living in poor, rural reservation areas. While disabled Indians are
eligible for participation in state and federal rehabilitation programs, these programs
often

~ot

meet their needs. Mainstreaming efforts have not been designed to meet

special needs and considerations of racial and cultural minorities. In addition, the'
focus is on adults and employment and does not acknowledge the lack of employment
opportunities in most reservation areas or the needs of children. Thus, traditional
rehabilitation models may not be appropriate. The Navajo Vocational Rehabilitation
Program (NVRP) established a field vocational rehabilitation office near Navajo people
with disabilities. Services offered by NVRP include development of the Handicapped
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Housing Assistance Program, vocational education, rehabilitation and placement,
recreational programs and coordination with other organizations to advocate for the
disabled in legal, research, and other arenas.38
TRADITIONAL MEDICINE

The rehabilitation process does not provide for American Indian medicine
despite the fact that Indian medicine has a tradition of useful intervention. Few
AI/ANs have been trained in rehabilitation. Training programs should be placed in the
Indian community for effective interplay of theory, practice and culture. Use of Native
healers by disabled Indians persists and can make a valuable contribution to
rehabilitation. Interviews with disabled Native Americans from three reservation-based
vocational rehabilitation programs indicate that of the 26 percent who had visited a
Native healer, 78 percent regarded the visit as helpful.
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ARCHITECTURAL BARRIERS

The environmental conditions faced by many disabled Indians at home,
including outdoor plumbing, uneven steps lacking handrails and lack of telephones,
exacerbate the limitations imposed by physical disabilities. High unemployment and
poverty-level wages among 31 percent of employed Indians, in contrast to 19 percent
in the general population, make it difficult for many of the disabled to implement
home improvements that would lead to increased mobility and independence.4o
VOCATIONAL REHABILITATION

The Rehabilitation Act of 1973 authorizes close to $1.5 billion in federal
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support for training and placing persons with mental and physical disabilities into full
time, part-time or supported employment in the competitive labor market. To assist in
accomplishing this goal, a wide variety of services demonstration, training and research
grant programs were established under the Act. Title I, Part C, American Indian
Vocational Rehabilitation Services, authorizes grants to Indian tribes to cover up to 90
percent of vocational rehabilitation costs for their members. A state must continue to
provide services to its Indian population members. A state must continue to provide
services to Indians if Indians are present in the population count used to determine the
state's basic federal vocational rehabilitation allotment. This section does not authorize
a separate service delivery system for Indians who reside in non-reservation areas of a
state.
Vocational rehabilitation efforts have been less successful among American
Indians than among the general population.41 Difficulties have included conflicting
cultural values, language barriers, lack of compliance, lower funds per patient, and the
fact that Indians are more likely than the general population to receive "maintenance"
rather than rehabilitative services. The potential utility and success of vocational
rehabilitation programs are complicated by high rates of unemployment in many Indian
communities.42

SPECIAL EDUCATION
Since the 1970s, Native American organizations have taken increasing
responsibility for providing special education and other services to Native American

27

children. The consequences of uncertain jurisdictional responsibilities among numerous
distinct organizations and agencies described above as characterizing service provision
to other disabled Native Americans are equally problematic to those requiring special
education. This results in difficulties in assessing the need for special education
professionals as well as the number of Indian children requiring special education. A
conservative estimate of the number of Indian children residing on reservations who
require special education services is nearly 12 percent, i.e., 26,000 of 220,000 school
aged children. The availability of professionals to meet the needs of these children is
limited. For example, a review of personnel needs on the Navajo reservation indicated
460 special education positions, of which only 65 were filled. A survey of Indian
children ages 3 and 4 indicated that handicapped children received special education
from a variety of sources including the BIA, Head Start, illS and local public school
districts. 43
The need for trained Indian special education professionals was addressed in an
innovative program introduced in Minnesota in 1980. In this program, Native
Americans with little or no previous experience in human services were trained

as

"paraprofessional aides" to act as intermediaries and advocates for Indian children and
their families. Evaluations of the success of these aides indicate improvements in
student attendance and attitudes toward education, and satisfaction among students,
parents, teachers and aides. The need for paraprofessional aides to act as Indian
student advocates is indicated by the high number of student advocacy contacts -- an
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average of 1,725 per year -- as well as high rates of contact with parents, teachers,
counselors and others.

TRANSITION TO INDEPENDENT LWING
Transition has been defmed as "a passage from one state, stage or place to
another. It is a movement, development or evolution from one form, stage, or style to
another." fu terms of transitioning from 'dependent to independent living, transition
requires sound preparation, adequate support, secure opportunities and services, and
cooperation by the individual, parents, teachers, health care providers and other service
providers. The facilitation of normal integration into the community is an important
factor for planning. It is often the case that a child with special needs will be in health
care and educational systems only until he or she reaches 21, and will suddenly drop
out of both systems. At this point, the individual may be required to live
independently and illS must consider how best to facilitate the transition.

HOME HEALTH CARE
For long-term or permanently disabled AI/ANs, it is important that home care or
hospice care is available through a certified program. The Roundtable participantS
voiced a need for a program that could provide comprehensive medial and nursing care
and emotional/spiritual support to patients and their families. An interdisciplinary team
of skilled nurses, counselors and trained volunteers or paid workers in conjunction with
the patient's physician could help the family care for a loved one at home. Home care
services provide

a: supportive and comfortable envir<mment that allows the continuation
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of as normal a life as possible. With limited resources and a shortage of skilled
personnel, this service level is difficult to achieve.
After group discussion and analysis of the concerns expressed, the following
four key areas were targeted as the group's focus:
•

IHS Defmition of Disability

•

Education, Detection, Prevention

•

Service Delivery Approach

•

Information
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CONSENSUS STATEMENTS/RECOMMENDATIONS

CONSENSUS STATEMENTS!RECOMMENDATIONS
The Roundtable participants discussed many issues. However, they grouped the
key issues into four categories noted below. Each category contains a consensus
statement and a series of recommended actions.

IUS DEFINITION OF DISABILITY
CONSENSUS STATEMENT:
In order to improve the health status of AI/ANs with disabilities, it is necessary
that the illS review and adopt an existing broad, comprehensive defmition of disability
within which tribes can develop their own culturally relevant defmitions.
RECOMMENDATIONS:
•

Use American Disabilities Act model defmition, but refme it to remain
within the scope of the illS mission, legislative boundaries, and needs of
Indian communities.

•

Convey importance of local/regional input by appointing key persons,
including consumers and affected families and community members, to
participate in defmition development.

•

Establish OPEN COMMENT period(s) regarding proposed defmition.

•

Formulate and institute a working defmition within the current fiscal' year.

•

Develop and coordinate task scheduling with key persons to assure
regional and tribal representations.

•

Assemble and delegate a central planning committee to oversee tasks and
activities progress.

•

Establish an illS Disabilities Office that will address disability issues; this
office will spearhead defmition activities and implementation of
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objectives and responsibilities. TIlls office should be assured of a high
profile within illS.
•

Identify, recruit and appoint key representatives to operate the illS
Disabilities Office; these individuals should be knowledgeable on
habilitation, rehabilitation, legislation, policy, practices, delivery systems,
and AI/AN Federal relationships.

EDUCATION,DETECTION,PREVENTION
CONSENSUS STATEMENT:

In order to establish a viable delivery system for disabled AI/AN, the illS needs
to improve awareness of disabilities among these populations through education,
detection, and prevention.
RECOMMENDATIONS:
•

The illS needs to train appropriate personnel, including physicians on
disability issues and responsiveness to these issues in a culturally
sensitive manner, including education in the multiple dimensions that
cross-cut problems faced by AJlANs with disabilities.

•

Establish a Community Disabilities Coordinator (CDC) at illS service
units.

•

Establish disability technicians to improve early identification of persons
with disabilities and provide support and referrals.

SERVICE DELIVERY APPROACH
CONSENSUS STATEMENT:
The IRS should develop a policy and structure to plan for and deliver services
to AI/ANs with disabilities including roles and responsibilities of persons with
disabilities, their families, communities, and tribes.
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RECOMMENDATIONS:

•

illS Headquarters should take the leadership role to develop ~ policy on
disability that can be referenced by service unit directors as a directive or
authorization to develop or expand their service delivery systems to
include specific services for individuals with disabilities.

•

The IRS should develop a comprehensive multi-level plan of service
delivery that includes persons with disabilities, the family and
community, tribal, local, state and FedefaI agencies, and tribal, state and
Federal legislative bodies.

•

The illS should establish an Office of Disabilities at the Headquarters
level that would provide the following:
1.

A top level position at Headquarters with responsibilities that
include coordination and collaboration for access to services and
multifund resources from internal agencies within DlllIS; and
external Federal agencies.

2.

Community Disabilities Coordinator positions at the service unit
level with responsibilities that include coordination and
collaboration for access services; identification of multi-fund
resources that include tribal agencies, other local agencies (e.g.,
municipal, county, private, etc.), state and Federal (e.g., illS, BIA,
VA, etc.); development of inter-agency agreements for service
delivery; serving as a technical resource for tribes; coordinating
with Headquarters Office of Disabilities development or adoption
of a code using the Vocational Rehabilitation Code as a model.

•

The IRS should fund several Model Service Delivery Systems before
selecting the model that could be instituted nationally, such as
transdisciplinary approach, multidisciplinary approach, family systems
care or community health.

•

Reinstate or expand illS scholarships that include all health and
disabilities related occupations, and include training for lay workers from
community families.

•

The IRS should develop media and other educational materials to educate
its own personnel, tribes, and other agencies.
33

•

The illS needs to make all its disabilities facilities accessible.

INFORMATION
CONSENSUS STATEMENT:
The illS should assume the responsibility for collecting and analyzing
information affecting AI/AN with disabilities. The illS should disseminate this
information to illS personnel, other government agencies (tribal, Federal, state), Indian
communities (including Indians with disabilities, their parents and families) and other
appropriate individuals and organizations.

RECOMMENDATIONS:
•

illS should immediately conduct a study to determine the status of its
data on disabilities in Indian communities and disseminate that
information to appropriate contacts.

•

illS should examine the status of its medical records coding.

•

illS should evaluate Wodd Health Organization codes.

•

Since functionallimitations data is lacking, the illS should develop this
data for appropriate dissemination, including information on functional
capabilities for an Indian to function in a tribal community.

•

illS needs to defme functional limitations beyond physical and ment3J.
abilities.

•

illS should examine models from other countries.

•

illS should develop information on available functional scales.

•

illS should develop and disseminate information on disabilities costs,
including medical issues such as accessibility, long-term care, etc.

•

illS should evaluate existing resources and· disseminate this information.
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•

illS service units should have a staff member who possesses expertise in
functional limitations.

•

illS should develop and disseminate information needed for the planning,
design and operation of disabilities programs in Indian communities.

•

illS should immediately develop and disseminate information offering a
commitment to address all disabilities in Indian communities, including
alcoholism and substance abuse.

•

illS should develop and disseminate information about decision making
in disabilities medical care directed to Indian families and communities.

•

illS should include Indian focused video presentations as a vehicle for
information dissemination.

•

illS needs to effectively employ existing case management computer
systems.

•

illS should better utilize current disabilities registers.

•

illS should develop uniform standards for diagnoses for disability related
codes.

•

illS should develop and disseminate to tribal governments the need to
establish guardianship and other legal protection devices in tribal courts
in order to assure the protection and legal rights of the disabled.

•

A CDC role could be responsible for developing informational procedures
at the local level.
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